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Spec i a l  f ea t u r e
According to the Joint United Nations Programme onHIV/AIDS in China, (1) the estimated number ofHIV-infected individuals in this country was
700,000 at the end of 2007. Although the prevalence among
China’s population is not very high (approximately 0.05 per
cent), this epidemic shows no signs of abating. In 2007
alone, there were 50,000 new infections in China, and trans-
mission routes included heterosexual transmission (44.7 per-
cent), men who have sex with men (12.2 percent), injection
drug users (42 percent), and mother-to-child transmission (1
percent). The Chinese government hopes to keep the num-
ber of HIV-infected people below 1.5 million by 2010. (2)
Although education campaigns in recent years have improved
knowledge of HIV/AIDS in China, it has been, and continues
to be, viewed by the public as a disease imbued with such neg-
ative meanings as “immorality,” “promiscuity,” “perversion,”
“contagiousness,” and “death.” (3) Stigma associated with this
disease and discrimination against HIV-infected people are
widespread, inhibiting many from accessing the HIV test and
engaging health care despite the availability of such services. (4)
Meanwhile, the affordability of medical care has become a
salient issue for many Chinese, especially the urban poor and
rural residents, since the launch of health care reforms in the
1980s. Research suggests that unaffordability of health care
services continues to discourage HIV-infected individuals and
their families from seeking services. (5) Confronting limited social
and institutional support from the larger society, people with
HIV/AIDS may have to seek help from their families. (6)
A study of the effects of family support on the lives of HIV-
infected individuals in Yunnan Province, for instance, found
that in many cases family was the primary source of various
forms of assistance, including financial assistance, support in
the disclosure processes, routine daily activities, medical
assistance, and psychological support. (7) The disclosure
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Social discrimination and limited health care resources drive many people living with HIV/AIDS in China to seek
help from their own families. This paper, which is based on a qualitative study of the experiences of this population,
examines how the notion of family obligation has influenced how these individuals organise various aspects of their
daily lives. Viewing family obligation as a matter of reciprocal relationships, a closer look is taken at the ways in
which these individuals exercise their autonomy to fulfil those obligations and pursue their moral self despite their
health status. The study suggests the significance as well as the limitations of incorporating family support into AIDS
interventions in the Chinese context.
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required to access family support tends to be a difficult deci-
sion for the HIV-infected, however, because it may lead to
negative reactions from their families, and have adverse
impacts on family relationships, resulting in various pressures
or burdens (e.g., psychological and financial) for their fami-
lies, and/or endangering their desired identities (e.g., as a
breadwinner or as an honourable family member) in the
context of Chinese culture. (8)
Such studies on family impact on people with HIV/AIDS
in China have enriched our understanding of the role of fam-
ily in shaping these individuals’ capacities to respond to this
epidemic by mobilising non-institutional resources. In these
studies, however, people with HIV/AIDS were largely
depicted as passive “victims” who required unilateral support
from their families; little attention was given to the autono-
my these individuals exercised within their families, the fam-
ily being an important social institution founded on the prin-
ciple of reciprocity (i.e., fulfilment of mutual obligations) in
Chinese culture. (9) Some studies have discovered that when
AIDS stigma in China is extended from HIV-infected indi-
viduals to their families, for example, these individuals would
consciously avoid disclosure and/or accessing health care in
order to protect their families from that stigma and discrimi-
nation. (10) In other words, the great need of HIV-infected
individuals for family support may co-exist with their strong
desire to reduce the impact of the disease on their families.
It is nonetheless unclear, for example, how the notion of
family obligation has affected HIV-infected individuals’
understanding of their need for support and their actual
process of help-seeking. 
Although different forms of “family obligation” are found in
various cultures, (11) this notion, as a cultural ideology integral
to Confucianism, has exerted considerable influence on
every aspect of Chinese family life over time. The moderni-
sation process in China has not yet produced an institution-
al welfare system capable of replacing conventional, family-
based support networks in a satisfactory manner. (12) Kinship-
based family as the fundamental social unit in Chinese soci-
ety has traditionally performed two major functions: internal-
ly, it is a system founded on the hierarchy (based on, for
example, gender and age) and mutual obligations of family
members, and responsible for ensuring its members’ welfare
(e.g., education, health, finance, and care); externally, it
presents a family image that meets socially desirable stan-
dards. (13) For instance, filial piety, the most important family
obligation, reflects the reciprocity of the family members’
moral duties: while parents have responsibility to raise chil-
dren, children also have the obligation to take care of their
elderly parents through such intentions and behaviours as
loving them, respecting them, continuing the family line, pro-
tecting them, and caring for them. (14) Despite the increasing
impact of modernisation and Westernisation on Chinese cul-
ture, these obligations are still endorsed by the younger gen-
eration in China and by Chinese adolescents in Western
countries. (15) In this cultural system, individual interests often
interweave with family interests; more important, an individ-
ual’s personhood or moral self is influenced by his/her abil-
ity to fulfil those role requirements for the sake of family
interests. Failure to fulfil family obligations or violating the
cycle of reciprocal duties (e.g., elderly parents caring for
adult children) would not only result in feelings of guilt and
shame, but also jeopardise one’s identity in the larger socie-
ty. (16) In this light, HIV infection has posed multiple threats
to the families affected by it: within the family, HIV-infect-
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ed individuals may be unable to fulfil their obligations to oth-
ers, and may request extra help from them; outside it, AIDS
stigma may compromise the reputation or “face” of the fam-
ily, and lead to the whole family’s stigmatisation. Given that
family is among the few accessible and reliable support
resources for people with HIV/AIDS in China, it is worth
exploring the interactions between the disease and the
notion of family obligation, and how such interactions affect
the experience of those who live with the disease.
The objective of this paper, therefore, as part of a research
project on the experience of people living with HIV/AIDS
in China, is to explore how the notion of family obligation
has influenced how these individuals organise various
aspects of their daily lives, including decision-making on dis-
closure, making sense of their relationships with family, and
their development of strategies to minimise the impact of
this disease on their families. Viewing family obligation as a
matter of reciprocal relationships, a closer look is taken at
the ways in which these individuals exercise their autonomy
to fulfil their family obligations and to pursue their moral self
despite their health status. Based on the main themes
emerging from data analysis, this paper presents the results
relating to the role of family obligation in shaping the post-
diagnosis experience of people with HIV/AIDS. These
results also lay a foundation for discussing the significance as
well as the limitations of incorporating family support into
AIDS interventions in the Chinese socio-cultural context. M e thods
The core purpose of this study is to understand the illness
experience of Chinese HIV-infected individuals from their
own perspectives. To this end, a phenomenological
approach, informed by a number of authors, (17) was adopted.
First, the phenomenological approach aims to describe,
understand, and investigate the meanings of lived experi-
ences. It recognises that HIV-infected individuals are able to
articulate the meaning of their experience of living with
HIV/AIDS within their own contexts. Second, the phenom-
enological approach attempts to understand an empirical mat-
ter or phenomenon from the perspective of those who expe-
rience it. Viewing individuals’ experiences and perceptions as
positional and intentional, this approach also allows an exam-
ination of such experiences in a way that is not constrained
by researcher preconceptions. Third, the phenomenological
approach recognises the importance of individuals’ reflective
descriptions of experience, through which the researcher is
able to gain access to the meaning of their experience. 
The data for this study were collected through individual,
face-to-face, semi-structured, in-depth interviews with 21
adults living with HIV/AIDS in a metropolitan city in
northern China in 2004. Four of the 21 were recruited
through local social and health networks (e.g., hospitals and
AIDS non-governmental organisations), one was directly
recruited by the researcher from an AIDS-related confer-
ence, and the other 16 participants were recruited through
snowball sampling based on personal referrals by the partic-
ipants interviewed. Written, informed consents were
obtained from all participants before the interviews.
Interviews with 15 were audiotaped, and detailed notes were
taken with the remainder, in accordance with their permis-
sion and preferences. 
The interview guide included several general prompts to
ensure that the interviews maintained a focus, and that
major themes of interest were explored. After introducing
each participant to the research project, the researcher sug-
gested that the participant organise her/his storyline accord-
ing to her/his rationale (rather than the researcher’s) so as
to facilitate a participant-led discussion, though most still pre-
ferred sharing their experiences by answering the
researcher’s interview questions. Specifically, the researcher
asked these participants questions about their experience of
living with HIV/AIDS, their understanding of such experi-
ence, their self-perceptions, and the strategies they used to
facilitate living with HIV/AIDS. They were also asked
about their understanding of the terms “HIV/AIDS” and
“people living with HIV/AIDS” in relation to their illness
experience. 
Participants were interviewed in Mandarin by the researcher,
a native Mandarin speaker. The length of each interview
ranged from two to three hours, including the time for
informed consent, the interview itself, and collection of demo-
graphic information. Although numerous meetings/interviews
with participants is desirable in the phenomenological
approach, it turned out to be impossible in this study because
the participants were unable to commit more time and energy
for a number of reasons, including their employment and/or
health status, inasmuch as HIV-infected participants per-
ceived that meeting with the researcher more than one time
would increase the odds of a breach of their secret, and/or
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the financial and physical challenges that travelling for the
interview presented for most of them. 
Of the 21 participants, 15 were men and six were women.
Their ages ranged from 23 to 46, and education levels were
divided among university (2/11), college (2/11), senior high
school (5/21), and junior high school (2/11) graduates.
With regard to relationship status, seven participants were
married, five were living with their partners, three were
divorced, three had been widowed by the death of their
HIV-infected husbands, and three were currently single and
had never married. Their infection modes were divided
among “blood transfusion or blood products” (2/21), “com-
mercial blood donation” (1/21), “heterosexual behav-
iours”(4/21), “men who have sex with men” (11/21), and
“not sure” (3/21). At the time of interview, the length of
their HIV diagnosis was 0.9 year (11 months) to 9.6 years
(115 months), with an average of 3.9 years (46.6 months). 
The audiotaped interviews were transcribed verbatim in
Chinese. The researcher read through the texts of all tran-
scripts and interview notes as constituting the full descriptions
of participants’ experiences, and then assigned tentative cate-
gory labels (e.g., “beliefs about HIV/AIDS” and “self-per-
ception”) to the unique or discrete statements of participants.
Statements with similar category labels were later grouped
into clusters using NVivo, a software program for qualitative
study, and careful attention was paid to the diversity of per-
spectives presented. Themes emerged in the process of cod-
ing, presenting the meanings of the reported experiences.
Based on the data analysis, the researcher was able to devel-
op a comprehensive synthesis of these participants’ under-
standing of HIV/AIDS. To avoid the loss of nuance within
original narratives, the transcribed data were not translated
into English until the stage of report writing. Pseudonyms
have been used to protect participants’ identities.Res ults
Sec ret- keepin g wi th in  famil y an d f orfa mi ly:  “ N o go od c an  co me f ro m lett in gth em kn ow ” 
Despite their expressed need for social support, each partici-
pant in this study made a very careful decision about disclo-
sure after weighing its potential gains and losses, influenced by
such factors as mode of infection, concern about secondary
transmission, and intention to avoid upsetting family members. 
Those in a relationship (i.e., married or living with a part-
ner) often found telling the truth to their partners unavoid-
able in order to prevent the latter’s exposure to HIV. Such
disclosure, though not mandatory, was often encouraged by
health workers or authorities. Participants infected through
“innocent” modes (e.g., blood donation and blood transfu-
sion) presented comparatively few difficulties in disclosure to
their families. Mr. Zhuang, for instance, did so immediately
(to his wife, mother, and sisters and their families) after his
diagnosis, primarily because he was infected through com-
mercial blood donation rather than his “own fault.” Such
openness was rare among those whose infection modes were
viewed as “guilty” under the traditional moral gaze. Mr. Mu,
a man infected through engaging in sex with a woman other
than his fiancée, struggled for a year before finally disclosing
it to her, and four years after his diagnosis he still hadn’t told
his parents or his only brother. Participants’ timely disclosure
to their partners could have precluded putting the partners at
further risk, while procrastination, in some cases possibly
related to a delayed HIV test, often delayed their partners’
becoming aware of their own health status and getting med-
ical attention. 
Concern for elderly parents and/or young children was also
an important factor influencing participants in their decision
on disclosure. Many chose not to disclose to their parents
because “they are too old to bear such a bad news,” “they
already have much to worry about,” or “no good can come
from letting them know about this.” Mr. Ge, for instance,
told his mother about his sexual orientation, but didn’t dare
tell her about his seropositive status, because he doubted her
ability to endure another shock. Mr. Qin decided to hide his
secrets (being a gay man and being seropositive) forever
from his parents and grandmother, because disclosure might
have further compromised their already delicate health. Mr.
Mu worried that his disclosure would further burden his par-
ents and distract their attention from his younger brother,
who was also in poor health. Consideration for family was
central in the process of these participants’ decision-making
on disclosure, as illustrated by Mr. Jian’s scrutiny: 
The most painful thing is that I feel so sorry for my
family. I just graduated from college, and haven’t had
a chance to repay them yet. But now I have been
pushed to the edge of death myself. Some people
have encouraged me to disclose it to my family. But
if I did so, I would feel guiltier, I could not forgive
myself. [If I told them,] perhaps my psychological
pressure would be lighter. But why should I let my
family bear a burden that is my own fault?! … Even
if I told them, they couldn’t solve the problem, but
32 N o  2 0 0 9 / 1
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only feel pressured. Some people think the pressure
can be lighter if it is shared with others. I don’t think
so. I think if I shared it with my family, it still would
be a pressure [for them]. Because they love me, the
weight of the pressure they have would be similar to
mine. 
Nevertheless, a couple of participants did disclose their
seropositive status to their parents, each for their own rea-
sons and dictated by their circumstances. Mr. Pin, a gay man
in his late 20s, did so because he didn’t want his parents to
waste money arranging his wedding ceremony, which was
eventually cancelled. Ms. Qian, as well, used the disclosure
as a way to stop her parents pushing her to marry. Although
disclosure released both participants from the pressure of
marriage, it also increased their guilt at being unable to have
offspring and continue the family line, which they viewed as
a violation against the norm of filial piety. Meanwhile, nine
out of 11 participants with children didn’t disclose their
health status to them. The only exceptions were Mrs.
Xiaofen and Mrs. Yin: the former told her daughter,
because the girl was also HIV positive and had already
begun antiretroviral drugs; the seropositive status of the lat-
ter was inadvertently disclosed by health workers in her
home town. A couple of participants, who happened to be
those with “innocent” infection modes, also mentioned that
they might disclose the truth when their children were older
and thus “may be able to appropriately understand it.” 
Participants who intended to hide their “secret” from their
families explained their health status or withdrawal from
physical contact by strategically claiming, sometimes with
the collaboration of other family members, that they had
other diseases. For instance, Mr. Han told his son and other
relatives that he had hepatitis B and was thus required to eat
separately. Living with his parents-in-law, Mr. Mu and his
wife always cooperated in pretending that everything was
fine, especially when he was very sick. Similarly, when Mr.
Yu was not well, his elder brother would explain to their
father that Mr. Yu “had a bad flu.” 
Due to the pervasive fear of AIDS in Chinese society,
secret-keeping outside the family was a common strategy
adopted by participants to protect themselves and their fam-
ilies from discrimination and to maintain a “normal” life.
Although free antiretroviral drugs had became available in
some participants’ home towns where their hukou (i.e., their
household-registration based identity) were registered, they
hesitated to return there to take advantage of the policy
because the close-knit small-town communities jeopardised
their confidentiality and thus threatened stigma and shame
for families members still living there. For this reason, Mrs.
Xiu, a self-employed migrant worker and single mother, post-
poned availing herself of the free drugs in her home town
until she ran out of options financially. Mrs. Yin and her fam-
ily were also unable to go back, given that returning would
increase the stigma borne by her father’s family in the vil-
lage. The AIDS stigma also prevented Mrs. Yin from send-
ing her husband to an AIDS-specific hospital in time,
because she feared that doing so might disclose his health
status to her relatives and home town acquaintances in this
metropolitan city and result in discrimination toward their
children. Such caution also applied to the city’s native resi-
dents, as explained by Mr. Han, a man who previously
worked at an AIDS NGO: 
Every morning I got up for work, my son didn’t know
where I was going. I didn’t tell him…I couldn’t tell my
relatives or friends that I was working there, working
for people with HIV/AIDS... Telling them this is
equivalent to telling them that I have HIV…This [i.e.,
not telling] is very necessary; otherwise, it would have
been impossible for me to live like a normal person
for the past four years... If your relatives, friends, and
neighbours knew you are a person with HIV … your
family would not be allowed to live in the same place,
you couldn’t contact your relatives or friends as you
normally do… So we have to protect ourselves. 
Hiding one’s seropositive status from family members, how-
ever, also means maintaining a “normal” role at home.
Saying that he was spending “200 per cent of [his] energy”
on his family, for instance, Mr. Yu was still doing his best to
perform various family chores, such as renovating their apart-
ment and taking his daughter and mother to the doctor.
When Mr. Mu’s father was hospitalised, Mr. Mu spent
nights sitting beside him on a folding chair, just as a
“healthy” son should do, even though he was himself
already “too weak to move from that chair.” 
F ami ly r ema in s  t he  pr io ri ty:  “ All  th is i sf or  my ch il d,  f or my  famil y”
As a way to identify their relationship changes, participants
were asked to rank the perceived importance of their signif-
icant others before and after their HIV diagnoses. Their
blood families, including parents and/or children, were
always ranked as the most significant others, regardless of
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the latter’s knowledge of or attitude toward their seropositive
status, but the perceived importance of their spouses/part-
ners and friends was often determined by their support for
the participants. Participants’ unconditional love for their
parents and/or children is consistent with Chinese tradition-
al norms such as “filial piety” and “parenthood,” but was
complicated by their HIV infection. 
Participants commonly reported a better or closer relation-
ship with their parents than before their diagnosis. Feeling
unable to be as filial as a “healthy” person could be, or feel-
ing obliged to be more filial due to their “imminent death,”
they tended to express more care toward their parents by
spending more time with them, communicating with them
more often, and being more sensitive to their feelings.
Despite her financial difficulties, for example, Ms. Lin, an
unemployed migrant worker, tried to send various confec-
tions from this city to her parents in her home town, which
she described as the only way she could afford to show her
filial piety. Likewise, Mr. Jian postponed accessing antiretro-
viral drugs in order to be able to send money home. Viewing
this as “fulfilling a duty for parents,” he explained, “They
brought me up, so I should take care of them when they get
old. No matter how difficult it is, I should fulfil this duty.” To
some degree, HIV infection had pushed participants to
think of their obligations to parents in a more passionate
way, as illustrated by the following quotes: 
[After my diagnosis,] I thought I should go back
home to see my family. Although my health was okay
then, I didn’t know how long I could live or whether
I would ever have another chance to go home.
...When I was at home, I followed my mother around,
just like a little child... I asked her things about my
family, my village, and many things from the past. I
felt I might have little opportunity to ever hear those
things again. … I was worried that I might not be able
to go home again. [Interview with Mr. Jian]
When I phone my mother now, I explicitly tell her, “I
really miss you! I love you so much!” I didn’t say
these words before, [although] I have always cared
about them, like I’ve sent them money to buy the
34 N o  2 0 0 9 / 1
An unidentified AIDS patient watching a nurse cleaning his fingers, at the No. 8 People’s hospital in Guangzhou, southern
China’s Guangdong province. © AFP
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apartment and to improve the quality of their life. …In
the past I was not tactful: I just said what I wanted to
say, whether they liked it or not. Now I have become
more tactful and sensitive, I say things with care so
that they will feel comfortable about accepting it…But
I think what I’ve done is not enough. I am so envious
of those who can go home often to show their filial
piety... What I can do now is take good care of my
health so that I can have more time to show my filial
piety to my parents. [Interview with Mr. Qin]
Although most parents did not disclose their seropositive sta-
tus to their children, some perceived that their relationships
with their children had also become closer than before their
HIV diagnosis. Fearing that their infection would separate
them from their children forever, parents consciously spent
more time and developed closer bonds with them. Mrs. Xiu,
for example, described how after his diagnosis her late hus-
band had tried to take every opportunity to be with their
son: 
My husband loved our son so much. I would say he
even spoiled the child…When he learned he had this
disease, he knew he had no time left. Ah, he cried
whenever he saw him: No time any more! No more
chances! Later, he couldn’t get up from the bed, so
he asked the child to play beside his bed. [Chuckle]
But the boy got bored, and asked him: “Dad, can I go
outside to play for a while?” His dad said: “One
moment, just hold on for one moment, let me have
another look at you!” It was so sad… like parting for-
ever! 
Similarly, Mrs. Yue deliberately spent more time with her
seven-year-old son so as to leave him with a deep memory of
her, because he had been so young when his father died that
he had no memory of him: “So when my son grows up, he
will remember that he was loved by his good mother, and
then he may not get that feeling of being helpless.”
Meanwhile, some participants started to train their children
in order to prepare them as well as possible for the time
when they would face the world alone. They cultivated their
children’s good habits, their ability to think and act inde-
pendently, and their resilience. For instance, Mr. Guoqiang
was energetically critical of his daughter’s “weaknesses”
because he wanted her to experience frustration, “so that
she will know the world is not all beautiful, and she won’t be
overwhelmed when it frustrates her.” 
In the interests of children and/or family, as well, four wives
of six participants who had engaged in same-sex practices
stayed in their marriages after learning of their husband’s
sexual preferences, and also played a supportive role in their
husbands’ post-diagnosis lives. After his disclosure, for
instance, neither Mr. Han nor his wife wanted to divorce,
because they didn’t want to give their son a broken family:
“Being parents means we have the responsibility to carry on
this family… to contribute to our child’s future.” Appreciative
of their wives’ support, and/or feeling guilty about their
HIV infection and its consequences for their families, these
men withdrew from same-sex practices in order to maintain
their marriages and keep their families intact. Viewing their
current marriages as “superficial” (i.e., as excluding sex),
they yet presented little difficulty in justifying their “sacri-
fice.” As Mr. Yu commented, “All this is for my child, for
my family.” 
S itu at in g se l f  in  th e  co nt ext  o f  ob lig atio n:“ Li fe  or  death  bec omes  less  impo rta n ta fter  you  fu lf i l  f amil y obl iga tion s ”
HIV infection tremendously affected participants’ employ-
ment status due to their health status, the nature of their
work (e.g., they were in the food industry, or it was physical-
ly demanding), or disclosure in the working unit of their
seropositive status. Of the 21 participants, only 13 had jobs,
and of those 13, 11 changed employers after their diagnosis.
China’s economic structure meant that some participants
had difficulty finding jobs because of their inadequate edu-
cational background or lack of skills, despite their strong
desire to be re-employed. For many participants, losing their
job meant loss not only of income, but also of employment-
based social and health insurance. It also had an adverse
impact on their self-image. For example, Mr. Yu, a man who
had been good at his job, felt that his inability to continue
working had damaged his self-worth in the larger society and
his traditional gendered role as “breadwinner” at home.
Despite their strong intention to be self-sufficient, financial
support from their families, including their extended fami-
lies, became the major and relatively stable source of
income, especially for those who had started medical treat-
ment. After Mr. Wuyi’s first physical collapse about four
years earlier, for instance, he and his partner, Ms. Lin, had
become financially dependant on his siblings for medical
treatment and daily necessities. In addition to his part-time
job, Mr. Zhuang received financial assistance from his four
sisters on a monthly basis so as to be able to support his four-
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person family, although his sisters were themselves impover-
ished migrant workers. He described it thus: 
Each of my [four] sisters gives me 300 yuan every
month, so it is 1,200 yuan. My monthly medication
costs 1,300 yuan. But we also have to eat and pay the
rent and pay for public transit to work. If my sisters
didn’t give me money, I don’t know how we could live
with my 1,000 yuan salary! It is very hard for my sis-
ters to give me that money every month: they are all
migrant workers, and can only earn a few hundred
bucks a month, and they have children,
too…Especially my third sister, her financial situation
is very difficult. Sometimes, she didn’t have money to
give me, and she was so sad…I feel sad too, because
I am unable to support myself. 
Losing the support of her in-laws after her husband died of
AIDS, Mrs. Xiu, a single mother and migrant worker, had
to make a living alone in this city. Her slender earnings
made raising her son impossible in that metropolis, so she
sent him back to her parents in her home town, where
AIDS stigma meant she couldn’t visit him often. Although
pained by her inability to care for her son, Mrs. Xiu admit-
ted, “It’s good enough that I am taking care of myself.”
Meanwhile, participants’ need for care became salient, espe-
cially after they developed symptoms of AIDS. With the
limited systematic resources in China, caregiving responsibil-
ities were again borne by these participants’ families, in par-
ticular by their female members. Most married men in this
study reported that their wives voluntarily assumed the role
of primary caregiver after learning of their HIV infection.
Women undertook multiple caring tasks to maintain their
partners’ daily functions, such as bathing, cooking, laundry,
administering medicine, and hospitalisation. Mr. Han
described how his wife cared for him even after being
informed of his homosexual preference: “When I was hospi-
talised, I had catheters in my upper and lower body. Only
my wife could take care of me in that kind of situation; no
one but my wife could provide such intimate care.” 
Internalising such gendered obligations, some women in this
study even viewed caring for their partners as integral to
their own psychological or emotional needs. For instance,
Mrs. Yue, a highly educated woman, was certain that she
would be taking care of her husband had he survived,
because “taking care of him would be like meeting my own
psychological need; besides, it’s a habit.” Yet prioritising
partners’ care needs over their own threatened to overbur-
den them to the detriment of their own health, as well as
instigating internal conflicts (e.g., traditional “womanhood”
versus their own needs for care) that could engender feelings
of guilt. In addition to HIV-infected women in relationships,
other women, including mothers and daughters, had to take
on the role of caregiver when other support sources were
unavailable. For instance, Mrs. Xiaofen’s mother had been
looking after her and her HIV-infected daughter since Mrs.
Xiaofen’s health had deteriorated. After Mrs. Yu’s parents
passed away, her aunt had been helping her look after her
son when necessary. Meanwhile, HIV-infected mothers
commonly conveyed their deep concerns for the future
predicament of their children when the mothers entered the
last stage of AIDS and after they died.
Although acceptance and love from family, especially par-
ents, was greatly appreciated by participants, such support
also created a conflict between their strong need for family
support and their deep sense of guilt for burdening their fam-
ilies. For instance, Mr. Guo, a man in his late 40s, was emo-
tionally overwhelmed when he talked about the support of
his father: “Even now, he still says to my sister: ‘Be thrifty,
just in case you brother will need the money… Without the
support of my father, my family, it is definitely unimaginable
that I could have lived till today.” For his part, Mr. Guo
always tried to present a “healthy” image at home, so as to
comfort his father: 
When I was sick, such as having diarrhoea and fever,
I would take the medications furtively. I would not let
him know, and I pretended I was well. I always con-
trol myself so that he won’t realise I am sick.
Otherwise, he would worry greatly. The only way he
will find out I am sick is if I am too sick to pretend.
The rest of the time, I try my best to pretend I am
well [in front of him]. 
After learning of her seropositive status, Ms. Qian’s parents
asked her to stop sending them money. Her appreciation of
her parents’ understanding was interwoven with shame, in
that “I brought them no happiness, only worries.” Ms.
Qian’s current plan, as an attempt to compensate, was to
earn more money in the future so that she could afford to
have her mother and her sisters live with her in the city,
which is often viewed by rural migrant workers as a way of
fulfilling obligations of filial piety. HIV infection had also
transformed the mentality of Mr. Ge, a man his early 20s,
from that of a carefree boy to one of an adult worried about
his parents’ future: he had been working harder to pay off
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his parents’ apartment mortgage before his health deteriorat-
ed. Proud of fulfilling his obligation to his parents, he com-
mented, “It would be regrettable if one couldn’t fulfil one’s
responsibility to others.”
Worrying that he would be unable to care for his elderly
mother for the rest of her life, Mr. Guoqiang was very con-
flicted about her devotion: “The more she loves me, the
more pain I feel. If she treated me badly or if she neglected
me, I might feel less guilty.” Likewise, Mrs. Yue was always
remorseful when her father expressed concern about her
health and her future, because “everyone else is able to cre-
ate a better life for their parents, but I can’t.” For the same
reason, some participants hoped that their last stage of life
could be as short as possible so that it would not burden any-
one with care and medical costs. Viewing “wasting” his fam-
ily’s money on efforts to rescue him as “meaningless” and
“immoral,” Mr. Guoqiang explained, “What is the point of
living a couple more years? The expense of keeping you
alive would put your family in financial difficulty, and then
they have to pay off the debt for you even after you die. So
what is the point, just to draw another breath?!” Many par-
ticipants perceived life or death as secondary to family obli-
gations: in their words, “Life or death is less important after
you fulfil family obligations.”
The possibility of dying before their parents also greatly
pressured participants. Feeling uncertain about his longevity,
Mr. Guoqiang said he had a strange wish that his parents
could die before he did, so that they would not need to expe-
rience the enormous grief of his death in their old age.
Being unable to fulfil filial piety as “healthy” people do,
some participants saw “being alive” as the only way to repay
their elderly parents, though some perceived death as a
relief because of such difficulties as financial hardship, social
discrimination, and/or physical pain, as illustrated by the
narrative below: 
When I didn’t feel well, I also asked myself why I had
to remain alive when I was so tired… Some doctors
[once] said to me, ‘Would you … rather your mother
send you off [i.e., die before your mother]?!’ My
mother is my constant concern. So later I told myself
that I surely could not have any accident – losing me
would be a great blow to my mother. No matter what
my health status is now, if I still could stand before
her, if she knew that I was still alive, I think this would
be good enough. Now I don’t have the ability to repay
her or bring her a better life, but it is good enough if
I can remain alive. [Interview with Mr. Jian]
D isc ussio n 
The results of this study suggest that family obligation in the
context of HIV/AIDS in China is not a unilateral cultural
concept defined solely by the family’s support for their HIV-
infected members, but a strategic mechanism that imposes
reciprocal duties on all family members, and profoundly
influences their ability to collectively and collaboratively
respond to this disease in the Chinese social, cultural, and
economic contexts.
Consistent with earlier studies, (18) this study indicates that
people with HIV/AIDS face various barriers (e.g., the cost
of health care and program eligibility criteria) in their
attempts to access institutional resources such as health
insurance and social welfare, and that AIDS stigma and
social discrimination have attenuated the social support avail-
able to them, thus increasing the importance of the family
for meeting their salient needs for psychological support,
financial assistance, and care. Although disclosure of
seropositive status to one’s family may function as the first
step in accessing family support, participants’ decision-mak-
ing on disclosure was also affected by their concerns over
family interests: that is, disclosure could also have a negative
impact (e.g., fear, shame, and psychological burden) on
their families and on family relations, given that in Chinese
society stigma applies not only to the individual, but also to
the family. (19) As they internalise the AIDS stigma of the
larger society, meanwhile, affected families may reject their
HIV-infected members and refuse to support them, thus
intensifying their isolation. The non-disclosure by partici-
pants in this study should thus be understood as not only a
result of social discrimination, but also as a consciously
developed strategy of stigma reduction for both themselves
and their families, and of protecting their “normal” lives
from dramatic change in family relations and living environ-
ment. At the same time, non-disclosure within the family
may mean the loss of their most important support resource,
and one that is crucial to their post-diagnosis lives, given the
scarcity of external support. 
Regardless of whether family members knew about their
HIV infection, however, the disease substantially changed
participants’ relationships with their families and themselves.
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Their ability to fulfil filial piety toward their parents was
constrained by their stigmatised identity, deteriorated
health, gradual loss of self sufficiency, and ultimately, their
premature death. Their failure to make their parents proud
or happy and to care for them also interrupted the cycle of
reciprocal duties within the family. The guilt at being
“unfilial” among those who had not married because of
their sexual orientation or HIV infection was exacerbated
by their inability to carry on the family line. Meanwhile,
their decreased financial and physical ability to care for
their children and the possibility of leaving them behind
undermined some participants’ aspirations to live up to the
desired social standards of “good parents.” Having little to
give in return for the financial assistance and care they
were receiving from other family members, including
spouse, siblings, and relatives, also adversely affected their
perceptions of self and their self-worth, which in Chinese
culture are largely defined by one’s acceptance and fulfil-
ment of moral responsibilities toward others. (20) Their
infection had more or less alienated participants from the
reciprocal moral duties of family members, and trans-
formed them into a sole receiver of such obligations.
Consequently they often experienced internal conflicts and
feelings of endangered personhood. 
While constraining their ability to fulfil family obliga-
tions, however, HIV infection never reduced participants’
intention to do so; rather, the imminence of their death
made that intention much stronger than before. With lim-
ited access to concrete resources (e.g., income and caring
labour), participants in this study tended to fulfil their
family obligations in non-material and symbolic ways,
such as spending more time with parents and/or children
and explicit expression of love. Although they were
unable to substantially contribute to family welfare as a
“healthy” person could, they tried their best to reduce
HIV-related burdens (e.g., financial assistance, caregiv-
ing, psychological pressure, and emotional shock) on
their families through maintaining self-sufficiency, post-
poning access to medical treatment, staying alive, and
secret-keeping. For these participants, minimising the
impact of HIV/AIDS on their families was an alternative
to repaying their loved ones and to pursuing their moral
selves in the cycle of reciprocity. Despite its inadequacy
in fulfilling family obligations, such an attempt reflects
individuals’ efforts to prioritise family interests and exer-
cise their own autonomy as a means of managing their
feelings about themselves and their relationships to
desired social norms. (21)
In conclusion, family played an important role in shaping the
experiences of the HIV-infected individuals in this study,
especially when other sources of support were unavailable or
hard to access in their socioeconomic environment. These
individuals’ understanding of family obligations and their
ability to fulfil the reciprocal duties among family members
had influenced their decision-making on disclosure, demand-
ing family support, making sense of and reconstructing fam-
ily relationships, and developing strategies to minimise the
impact of this disease on their loved ones. Echoing the
results of earlier research, (22) this study reveals that
HIV/AIDS has posed two major challenges for families in
China affected by it: First, AIDS stigma applies not only to
HIV-positive individuals, but also to their families; second,
an infected individual increases the financial and care bur-
dens borne by, and compromises the welfare of, that individ-
ual’s family. 
In a society in which family still plays an important role in
social support and social welfare provision, HIV infection
can never be merely an individual matter, but rather is a fam-
ily concern that profoundly shapes the lives of every mem-
ber. The development of HIV/AIDS interventions in
China must therefore take into account the importance of
family support and the overall effects of the disease on fam-
ily welfare. By seeing the family from the perspectives of
HIV-infected individuals, moreover, this study has discov-
ered that these individuals’ well-being is shaped not only by
the family support available to them, but also by their own
perceptions of their performance in the cycle of reciprocal
duties within the family. Far from being solely “victims” of
this disease, these individuals were active in managing stig-
ma and guilt, and in exercising their ability to contribute to
family, and had a strong intention to pursue their moral self
in spite of the difficulties in their lives. 
Recognising their aspiration to fulfil family obligations is an
important aspect of developing more sensitive services that
can help these individuals make decisions and changes that
will be beneficial to themselves and their families. Yet it is
similarly important to recognise that both family support and
individual autonomy may be unsustainable in view of expect-
ed variations in the capacity to mobilise and access social
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capital and economic resources. Individuals living in poverty,
for instance, may find that HIV infection generates a more
urgent need for economic survival than for family support. (23)
Likewise, the patriarchal order permeating the norm of fam-
ily obligation may result in feminisation of caregiving within
the family, and reinforce the inequality experienced by HIV-
infected women and affected female family members. (24)
Changes in social and macro-structural conditions (e.g.,
social stigma, gender imparity, welfare policy, and systemat-
ic inequality) are also prerequisites for families playing a
constructive and sustainable role in improving HIV-infected
individuals’ quality of life and well-being. While fully appre-
ciating the indispensable role of family in helping these indi-
viduals cope with the disease, however, this study suggests
that when it comes to confronting such major health risks as
HIV/AIDS, the family is not, and should not be, a primary
or sole source of support for infected individuals, and that
more sustainable assistances at an institutional level should
be advocated and developed.
It should also be noted that just as people and families affect-
ed by HIV/AIDS are not a homogeneous group, neither
are their experiences with the disease. The small sample
size also limits this article in some ways: For instance, the
results of this study might not be generally applicable to all
affected individuals and families in China. Given the insuf-
ficiency of information in this field, there is nevertheless lit-
tle doubt that this exploratory study contributes to our under-
standing of the interactions between HIV/AIDS and the
notion of family obligation in the Chinese context. Such
knowledge will also help us understand the impact of the
AIDS epidemic on families in China, and contribute to
developing responsive programs and policies that will
increase the capacity of affected individuals and families to
collectively and collaboratively respond to this disease.•
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